Studying Early Development in TSC
Through a Junior Fellowship award from the TSA,
Dr Charlotte Tye and Birkbeck Babylab have
teamed up for a new project investigating the
development of babies with TSC. The aim of the
Early Development in Tuberous Sclerosis (EDiTS)
Study is to better understand how the development
of babies with TSC differs to typically developing
babies, and how sudden changes in seizure severity
and treatment may affect development.

The TS 2000 Cohort Study is the ﬁrst
detailed long-term study of TSC in the UK,
and aims to chart the development of
individuals with TSC through childhood,
adolescence and into adulthood.

In Phase 1 (funded by

During the study, researchers will follow the
development of babies with TSC from birth up to
24 months of age, through visits to the family home
every few months. During these visits they will use
a combination of parent interviews, play-based
activities, and sensitive ‘eye-tracking’ tests that
can be administered in the research laboratory or
clinic, and at home. We are also inviting parents to
visit the Birkbeck Babylab in London to collect
more extensive information on brain activity, using non-invasive electroencephalography (EEG).
These tests are able to tell researchers more about social and attentional problems in TSC,
even before the baby is able to respond to experimental tasks or speak.

The results from this study will help to understand how babies with TSC develop, which factors
are linked to behavioural outcome, and the effects of treatment very early in life. Ultimately, it is
hoped to use the findings to identify babies who are at a higher risk for developing cognitive or
behavioural problems so that interventions can be targeted more effectively.
“We are looking for babies
diagnosed with TSC under 10
months of age to take part in the
EDiTS Study. To register your
interest and request a call back
from the EDiTS team, please visit
our study website, post on our
Facebook page or tweet us.”
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TS2000 Cohort Study Research resources

Tel:

0207 848 5388

Email:

charlotte.tye@kcl.ac.uk

Website:

www.edits-study.org

edits-study@kcl.ac.uk

Facebook: Search “EDITS Study”
Twitter:

@EDiTS_Study

the TSA) all UK children

newly diagnosed with TSC
were recruited between 2001 and 2006. The
children took part in specialist assessments to
obtain high-quality information on genetic
mutation, intellectual ability, epilepsy, and
medical features from the time of identification
and diagnosis of the condition. The findings
from Phase 1 were published in high-quality
medical journals and provided important
insights into the early-childhood developmental
period in TSC. For example, it was suggested
there are causal links between type of genetic
mutation, number of cortical tubers, severity of
epilepsy in infancy, and later intellectual ability.
2012 and 2015. The research team visited
families at home to conduct detailed
assessments of symptoms of conditions that
often present with TSC including autism
spectrum (ASD) and attentiondeficit/hyperactivity disorder (ADHD). The
findings from Phase 2 clarified that there is a
high risk for ASD and ADHD in TSC: about 4 in
every 10 young people in the study met clearcut criteria for ASD and a further quarter had
possible ASD, and about 40% of the
participants showed elevated symptoms of
ADHD. However, around 2 in every 10 children
in the study showed no signs of ASD, indicating
thatthe prognosis is good for some individuals
with TSC.

Research) is currently underway through until
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In coming editions of SCAN
we hope to bring you
information about online
resources to help
understand about research
and research
evidence.

We thank Carole
Hagan RESCOM
member and EUPATI
Fellow for sending us
information about the
EUPATI toolkit.

The EUPATI toolkit
provides trustworthy
and understandable
information on all
aspects of the
medicines
development process.

Phase 2 (funded by a US Charity
‘Autism Speaks’) was conducted between

Phase 3 (funded by Action Medical

If you would like to donate to TSC
Research text TSAR00 £10 to 70070

EUPATI Toolbox

2018. The team are investigating brain activity
patterns and brain structure in individuals with
TSC to try and understand how brain changes are
related to genetic mutation, intellectual ability,
epilepsy, and symptoms of ASD and ADHD.

• Discover a NEW online Educational Toolbox on
Medicines Research & Development
• Find the Toolbox at: www.eupati.eu

• More than 100 topics in 7 languages for
patients and patient advocates to discover,
adapt and share.

• An up-to-date and understandable online
information resource designed to enable more
meaningful patient involvement.
• Information and education to help engage
patients and patient advocates.

As long as the source is acknowledged users can
download, print and adapt the materials for their
own use or share the information with others.
For more information you can contact Carole
Hagan via the TSA:
research@tuberous-sclerosis.org
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